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absence	 from	 school.	 By	 sharing	 experiences,	 participants	 had	 learned	 from	each	
other	and	attained	new	insight	on	how	they	could	manage	illness‐related	challenges.
Discussion: Study	 results	 corroborate	 previous	 research	 suggesting	 that	 different	





K E Y W O R D S
adolescents,	children,	evaluation,	patient	education,	patient	engagement,	scoping	review







transition.	 Moreover,	 adolescents	 tend	 to	 be	 afraid,	 anxious	 and	
shameful	of	their	illness.2
Because	 chronic	 condition	 in	 childhood	 is	 one	 of	 the	 major	
health	challenges	of	this	century,	gaining	skills	in	self‐management	













lives	with	 illness	challenges.7‐9	As	others	have	argued,10,11 children 
and	 adolescents	 who	 are	 living	 with	 long‐term	 health	 conditions	





are	 being	 offered	 to	 children,	 adolescents	 and	 young	 people,	 and	
they	 are	 often	 described	 as	 complex	 interventions.13 They can 








ficient	 interventions.	A	 few	 reviews	provide	evidence	 that	patient	
education	 interventions	 have	 been	 beneficial	 for	 children	 and	 ad-
olescents	with	asthma,2,18,19	diabetes,9,20	cancer,11	physical	disabil-
ities3	 or	 across	 diagnoses	 (general	 paediatric	 care).10,12	 However,	
because	of	the	great	variety	in	type	of	intervention,	setting,	design	
and	outcome	measure	of	the	 included	studies,	 it	 is	not	possible	to	
conduct	 comparative	 analysis	 of	 the	 results	 that	 they	 present.	 To	
date,	 no	 review	has	 addressed	 the	 full	 range	 of	 studies	 that	 have	
investigated	the	impact	of	patient	education	interventions	targeting	
children,	adolescents	and	young	adults.	This	 review	aims	to	give	a	





1.	 What	 are	 the	 characteristics	 of	 the	 studies,	 participants	 and	
patient	 education	 interventions	 targeting	 children,	 adolescents	
and	 young	 people	 who	 are	 living	 with	 chronic	 illness	 and/or	
impairment	 loss	 as	 described	 in	 the	 literature?
2.	 How	are	patient	education	interventions	designed	specifically	for	
children,	adolescents	and	young	people	evaluated?





jective	 to	 give	 a	 comprehensive	 and	 systematic	 overview	 of	 pub-
lished	 evaluations	 and	 the	 potential	 impact	 of	 patient	 education	
interventions	for	the	following:
1.	 Adults	 who	 are	 participating	 in	 group‐based	 patient	 education	
interventions14
2.	 Family	members	(both	adults	and	children)	who	are	participating	





To	 capture	 the	 health	 economic	 aspects,	 one	 separate	 scoping	
review	on	the	health	economic	impact	of	patient	education	interven-
tions	has	been	conducted	and	published	in	2018.21	These	four	scoping	
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The	 following	 specifications	were	 considered	 relevant	 for	 this	
scoping	review:











We	have	conducted	systematic	 searches	 in	 the	 following	elec-









•	 Intervention:	 self‐management	 programme/education/group,	
group	support	programme,	learning	and	mastery	course,	patient	
education,	 patient	 education	 course/programme/intervention,	
patient	 engagement,	 peer	 support,	 group	 intervention,	 group‐
based	education/programme.
•	 Diagnosis/health:	chronic	disease,	chronic	 illness,	 lung	diseases,	
asthma,	 pain,	 fatigue	 syndrome,	 irritable	 bowel	 syndrome,	 gas-
trointestinal,	 osteoporosis,	 HIV	 infections,	 arthritis,	 diabetes	
mellitus,	hypertension,	myocardial	ischaemia,	heart	failure,	stroke,	





group‐based	patient	education	 interventions	 (b)	 for	children,	adoles-
cents	and/or	young	adults	living	with	any	type	of	chronic	illness	chal-
lenges	(c).	Interventions	based	mainly	on	the	use	of	technology	were	











article	 inclusion,	 and	 these	were	 resolved	by	discussion	 in	 the	 study	
group	to	reach	consensus.	As	is	frequently	seen	in	research	on	patient	
education	interventions	tailored	to	adult	patients,14	the	interventions	















in full text: 167
Studies included 
for this review: 69
Additional titles 
identified through other 
sources: 2
Titles excluded after 
evaluation full text: 98
•  Aim or content of the 
 programme: 59
•  Study design: 38
•  Age:1
Titles excluded after 
reading titles/ 
abstracts: 7049









In	 this	 scoping	 review,	 69	 research‐based	 studies	 have	 been	 in-
cluded.	The	presentation	of	the	results	is	organized	according	to	the	
main	questions	addressed	in	this	review.
3.1 | Characteristics of the studies
The	studies	were	published	between	2008	and	2018.	Most	of	the	
studies	 (47/69)	were	published	 in	 2012	or	 later.	 The	69	published	
studies	were	conducted	in	26	different	countries	(Table	1).
Among	 the	 69	 research‐based	 studies,	 three	 of	 them	 em-
ployed	 qualitative	 designs,	 and	 two	made	 use	 of	mixed‐method	
designs.	Of	the	quantitative	studies,	43	studies	were	randomized	
controlled	 trials	with	experimental	design,	 and	21	had	an	obser-
vational	 analytical	 design	 (cohort	 or	 case‐control	 studies).	 Fifty	
of	the	quantitative	studies	(50/66;	76%)	compared	the	outcomes	
of	 patients	 participating	 in	 patient	 education	 interventions	with	
those	of	a	control	group	of	patients	or	compared	outcomes	of	par-
ticipation	in	different	patient	education	interventions.	In	most	of	
these	 studies,	 participants	 in	 control	 groups	 received	usual	 care	
and	 treatment.	 All	 the	 quantitative	 studies	 reported	 changes	











3.3 | Classification of chronic condition
A	breakdown	of	the	69	studies	by	chronic	condition	is	provided	in	
Table	3.	The	 largest	number	of	 studies	 included	 in	 this	 review	 fo-
cused	on	asthma	(30/69),	followed	by	diabetes	(15/69).




personnel	 and/or	 peers.	 This	 is	 described	 in	 detail	 in	 Supporting	
Information	Table	S1.	The	interventions	in	these	studies	were	face‐
to‐face	patient	engagement	interventions	aimed	at	helping	children,	
TA B L E  1  Country	and	number	of	studies




























TA B L E  2  Study	participants:	gender	and	age


















planning,	 lifestyle	guidelines,	 self‐care,	 symptom	management	and	
adherence,	but	mostly	in	addition	to	other	components	such	as	prob-
lem‐solving	 (23/69;	 333%),	 planning	 (51/69;	 73.9%)	 and	 practising	
coping	skills	 (37/69;	53.6%).	Twenty‐one	of	the	interventions	were	















The	 duration	 of	 the	 interventions	 ranged	 from	 one	 session	
(12/69;	 17.4%),	 to	 two	 to	 eight	 sessions	 (33/69;	 47.8%),	 to	 10	
sessions	 or	 more	 (5/69;	 7.2%).	 Session	 lasted	 anywhere	 from	
15	minutes	to	2.5	hours	in	different	studies.	Seven	interventions	
lasted	between	two	and	five	whole	days	(7/69;	10.1%).	One	study	
compared	 13	 cognitive	 behavioural	 therapy	 sessions	 with	 four	
psychoeducational	 sessions.	 Four	 studies	 (4/69;	 5.6%)	 reported	
no	 information	on	number	of	 sessions,	 but	 a	duration	 from	6	 to	
12	months.	One	study	provided	no	information	about	the	duration	
of	the	intervention.
Interventions	 for	 individual	 patients	 comprised	 35/69	 (50.7%),	
whereas	22	 included	 family	or	 support	persons,	 and	 five	combined	





The	 interventions	 were	 offered	 in	 hospitals	 (50/69;	 72.5%),	
schools	(10/69;	14.5%)	or	were	home‐based	(9/69;13%).	Seven	(7/24;	
10.1%)	 interventions	were	offered	 in	 general	 practice,	 community	
centres,	 university	 training	 centres	 and	 primary	 care.	 Two	 (2.9%)	
studies	lacked	a	description	of	the	setting	in	which	the	intervention	
was	delivered.
3.5 | Characteristics of methods for evaluation
The	studies	included	in	this	review	have	used	a	wide	range	of	different	















examined	 in	44	 studies.	 Four	 of	 the	 studies	 that	 had	 investigated	
symptom	 frequency	 found	 no	 differences,26-29	 and	 25	 studies	 re-
ported	reduction	of	symptoms	and/or	awareness	of	symptom	trig-
gers.30‐54	 Ten	 studies	 from	 interventions	 tailored	 to	 children	 and	
adolescents	with	 asthma	 reported	 improved	 asthma control51,55‐60 
and	 decreased	 number	 of	 asthma exacerbations.38,55,56,61,62 One 
study	found	no	changes	in	asthma	control.57
All	the	studies	that	had	investigated	medical adherence and/or use 
of medication	reported	better	adherence	to	medications31,32,38,55,63‐65 
and/or	 decreased	 need	 for	 use	 of	 medication.53,55,65‐68 Health‐re‐
lated quality of life	was	measured	in	23	studies.	From	these,	eleven	
did	 not	 find	 any	 significant	 differences	 between	 the	 intervention	
group	and	the	control	group,26,27,29,57,63,68‐73	while	12	studies	found	
significant	 effects	 or	 improvements	 in	 intervention	 groups	 over	
time.40,42,52,53,55,59,60,66,74‐76
Knowledge	was	 investigated	in	10	studies.41,49,52,57,58,65,69,74,77‐79 
All	 these	 studies	 reported	 significant	 improvements	 in	 knowledge	
TA B L E  3  Diagnosis	and	number	of	studies
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TA B L E  4  Outcome	measures	used	in	the	research‐based	studies	included	in	this	scoping	review
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scores	after	intervention.	Eight	studies	had	investigated	changes	in	
self‐efficacy.	Three	of	these	found	significantly	greater	self‐efficacy	
in	 intervention	 participants38,74,75;	 in	 addition,	 two	 studies	 found	
improvements,	 albeit	 not	 significant,52,58	 and	 three	 studies	 found	










unfortunately	 underpowered	 and	 found	 no	 differences.73	 One	 of	
the	two	studies	that	compared	cognitive	behavioural	therapy‐based	










































TA B L E  4   (Continued)









ing	ordinary	 care.78	One	 study	 investigated	mindfulness	 changes	 and	
found	significant	higher	mindfulness	scores	among	adolescents	in	the	
intervention	group	compared	to	those	in	the	control	group.83
3.7 | Physical activity and physiologic outcomes
A	 variety	 of	 physical	 activity	 and	 physiologic	 outcomes	 were	
measured	 in	 23	 studies.	 Of	 these,	 19	 studies	 found	 improve-
ments,	 29,30,33,35,39,41,43,49,55,71,75,78,84‐87	 and	 four	 studies	 found	
no	 changes.63,70,76,88	 Differences	 in	 blood	 glucose	 control	 were	
measured	 in	 15	 studies.	 Of	 these,	 four	 studies	 found	 no	 differ-
ences,63,70,76,88	while	11	studies	 found	 improvements	 in	glycaemic	
control.29,39,41,43,49,50,78,84,86,87,89	 Improvements	 in	 physical	 activ-
ity	 or	 greater	 adherence	 to	 behavioural	 support	were	 reported	 in	





Of	 the	 studies	 dealing	 with	 patient	 education	 interventions,	 14/17	
studies	 resulted	 in	 beneficial	 effects	 as	measured	 by	 one	 or	 several	
health	 economic	 outcomes.31,33,38,42,45,49,53,55,56,59,61,64,66,68 Three 


















related	 problems	 or	 cancer	 experienced	 participating	 in	 patient	
education	interventions.1,40,54,93,94	Overall,	the	studies	showed	that	
by	 sharing	 experiences,	 participants	 had	 learned	 from	 each	 other	
and	attained	new	insight.	They	also	learned	through	interaction	with	
educational	material	 and	 from	health‐care	personnel.	Adolescents	












everyone	 has	 the	 same	 problem,	 then	 everybody	







responses,	 how	 to	 take	medication	and	cope	with	 side‐effects,	 or	
other	difficult	situations	and	problems.	Adolescents	taking	part	in	a	
stress	management	course	found	it	useful	to	learn	and	understand	
how	 physical	 discomfort	 is	 highly	 related	 to	 stress	 in	 daily	 life.94 
Participants	in	all	five	studies	had	learned	concrete	problem‐solving	
skills.	How	these	skills	and	knowledge	could	be	used	in	everyday	life	
and	activities	was	verbalized	 in	 the	groups.	Despite	 the	perceived	
benefits	of	participating,	after	completing	the	courses	some	found	















with	 a	 mean	 age	 of	 12.1	 years.	 Most	 of	 the	 interventions	 were	




As	 described	 by	 Lorig	 and	 Holman	 (2003),8	 patient	 education	













found	 significant	 effects	 or	 improvements.	 The	 qualitative	 stud-
ies	 showed	 that	 by	 sharing	 experiences,	 children	 and	 young	 peo-


















evaluations	 of	 patient	 education	 interventions	 in	 health	 care	 for	
children,	 adolescents	and	young	adults	who	are	coping	with	 long‐
term	 illness	 challenges.	Our	 aim	was	 to	 get	 an	overview	and	 cap-
ture	the	whole	breadth	of	studies	that	had	evaluated	these	types	of	







In	 this	 review,	we	have	 included	studies	on	patient	education	
interventions	for	children,	adolescents	and	young	adults	with	any	
type	of	long‐term	illness	challenges.	We	wanted	to	capture	as	many	
relevant	 studies	 as	 possible;	 therefore,	 we	 used	 a	 large	 number	
of	 synonyms	 in	 our	 searches	 in	 the	 databases.	 Nonetheless,	 the	









family.	 Some	of	 the	 interventions	 in	 the	 included	 studies	 involved	
parents,	 but	 parental	 outcomes	 are	 not	 included	 in	 this	 review.	
Another	limitation	we	also	found	in	our	previous	reviews	on	patient	
education14,21	 is	the	 lack	of	 information	about	the	relationship	be-
tween	 demographic	 characteristics	 and	 reported	 outcomes.	 Since	
the	 largest	share	of	these	studies	has	been	conducted	 in	USA	and	
Australia,	much	of	what	we	know	is	based	on	people	with	Western	
ethnicity.	We	 are	 fully	 aware	 that	 the	 success	 of	 any	 patient	 ed-
ucation	 intervention	 in	 general	 is	 likely	 to	 be	 determined	 by	 local	
factors	and	situations,	which	are	often	difficult	 to	model	and	 rep-
licate.	Therefore,	the	general	transferability	of	the	results	from	the	
included	studies	 in	 this	 scoping	 review	and	applicability	 to	clinical	
practice	has	not	been	specifically	analysed.
It	is	important	to	be	aware	of	that	the	proportion	of	the	included	
studies	 reporting	 significant	 effects	 of	 patient	 education	 inter-
ventions	may	be	 inflated	due	to	publication	bias.	Finally,	since	this	
scoping	 review	 aimed	 to	 give	 breadth	 and	 comprehensiveness,	 it	
was	necessary	to	compromise	and	reduce	the	depth	of	analysis	and	
validity	assessment.
4.3 | How and why it agrees or disagrees with the 
existing literature
Results	from	earlier	reviews	are	supported	by	the	results	from	this	
study	and	 indicate	 that	patient	education	 interventions	have	posi-
tive	 effects,	 reducing	 the	 frequency	of	 hospitalizations	 and	emer-
gency	 visits,18	 improving	 self‐management	 of	 chronic	 illness,	 the	
self‐efficacy	 of	 young	 people	 with	 long‐term	 conditions	 and	 the	
quality	of	life2,19	of	children	with	asthma.	One	review	of	the	struc-





paediatric	 to	adult	health	care.10,12	Nevertheless,	due	 to	 the	great	




tient	 education	 interventions	 for	 children,	 adolescents	 and	 young	
adults	up	to	 the	age	of	25	years,	and	of	 the	challenges	associated	
with	these	interventions.
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4.4 | Recommendations for future research
Although	progress	has	been	made	in	understanding	the	effects	that	
























experiences	 from	 participating	 in	 patient	 education	 interventions.	
More	consistent	use	of	standardized	measurements	would	also	fa-
cilitate	comparing	interventions	internationally.
There	 is	 a	 paucity	of	 research	on	psychological	 and	emotional	
experiences	 of	 children,	 adolescents	 and	 young	 adults	 becoming	
more	actively	involved	in	improving	their	own	health.	Based	on	the	







tantly,	 patient	 education	 interventions	 targeting	 children,	 adoles-
cents	and	young	adults	can	reduce	the	cost	of	care	and	improve	the	
levels	of	physical	activity,	BMI	and	blood	glucose	control.	Moreover,	
the	participants	experience	beneficial	effects	owing	 to	 less	 symp-
tom	distress	and	improved	knowledge.
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